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Purpose and Need

The purpose of this research is to re-evaluate the policies
of the State of Minnesota for the long-term care of its
developmentally disabled populations.   The State's policies may
have gravitated toward an overemphasis of the institutional and
residential forms of care and a possibly resultant lag 1n
developing home-based and Independent living alternatives. The
research has two parts, and funding will be sought separately
for each:

1. Create the researchable data base needed for a
programmatic analysis of the State's Medicaid-supported
long-term care system. This is Tasks 1 and 2 of the Work
Plan, below, and in essence consists of adding some
finishing touches to an almost completed four-year
longitudinal file of the State's Quality Assurance and
Review (QAR) data.

2. Examine this longitudinal file:  (a) to identify patient
movement into, within, and out of the State's Medicaid-
supported long-term care system; (b) to assess
Improvement or other changes in patient condition
associated with such movements; and (c) to determine
whether and to what extent patient movement to more
normalized living arrangements can be accelerated.
This is Tasks 3 and 4 of the Work Plan, below.

Modern program theory, influenced by normalization
principles, continuum-of-care philosophies, and court decisions
encouraging "most appropriate and least restrictive" placement
practices, has failed to produce the expected groundswell of
action away from an institutionally dominated approach to long-
term care. There is thus a need for an objective look at long-
term care policies, but research in this area has been thwarted
by inadequate data.

Longitudinal data bases are rare in the human services,
virtually non-existent in the long-term care area, and totally
unknown in support of programmatic and fiscal policy analysis.
The proposed research is therefore believed to be unique.



Approach

The Minnesota Department of Health MDH), in its annual QAR
surveys, collects a broad array of data documenting patient
condition, quality of placement, and treatment provided. Among
the data elements are:

. Diagnoses — a maximum of six, coded HICDA (1976-1976) or
ICD-9(CM) (1979-1982).

. Self-care ratings — locomotion, transfers, funding,
bathing, and other activities of dally living.

. Ratings on other dimensions of human functioning—
hearing, communication, and behavior.

. Ratings of severity, appropriateness of placement, and
potential for improvement.

. Treatment parameters -- medications (type and dosage),
nursing care, physical and occupational therapy, and
other modalities.

. Other characteristics — age, sex, date of onset, date of
admission, Institutionalization history, and referral
source.

The surveys are cross-sectional in the sense that each record 1s
a once-per-year "snapshot" of the Medicaid patient whose record
1s reviewed.

Work Completed on Data Base

Staff of the University of Minnesota's Humphrey Institute,
is an Informal survey of state data systems under DHHS/OHDS
Special Projects Grant #54-P-71407/5, were unable to locate any
that supported a longitudinal data base capable of tracking DD
patients through the years spent in the state's long-term care
facilities.   However, they recognized 1n Minnesota's QAR data
the makings of just such a data   base and proceeded then to
construct what is apparently the nation's only multi-year (1976-
1979) longitudinal data base for long-term care.

With the assistance of the systems staff of the Diehl Bio-
Medical Library, the QAR data for the years 1976 through 1979
were converted to a" four-year longitudinal file. The number of
Medicaid patients accounted for in the QAR surveys averaged
29,000 during the four years, and their survey records were
matched on name, Medicaid number, and year



of birth, sex, and county of responsibility to form a
longitudinal multi-year record of each of the approximately
45,000 patients whose stays 1n nursing homes, ICF/MRs, and state
hospitals spanned one or more of the four surveys.

Work Remaining on Data Base

The DO population accounts for about twenty percent of the
QAR records — 6.000 per year, for a total of 24.000. An
estimated 7,000 patients are included in the four-year file.

Extracting the OD population from the main QAR file should
pose little problem. If any annual survey record for any client
contains a 00 diagnosis, an MR onset date, an MR severity
indicator, or an ICF/MR facility number, then all records for
that client will be moved.

Problems with "psuedo-movement" are expected.   Facility
numbering was changed in 1977 from the DPW system to that
employed by MDH.   Also, some facilities merged, others
separated and became two facilities, and yet others experienced
a change in ownership.   Tracing patient movement by changes in
facility numbers is thus prone to considerable error.

A facility register exists that identifies each facility by
all of its identifying numbers during the four-year period, and
linking this register to the QAR file will resolve the problem.
The net result will be equivalent to assigning a unique
Identifier to each facility.

Analysis

Of key interest will be DD patients who moved from one type
of facility to another (e.g., from a state Institution to a
community ICF/HR).   What is expected for the developmentally
disabled is a demonstration of the value of a treatment
philosophy that encourages movement along a continuum of care.
Whether movement was precipitated by, is the result of, or is
unrelated to Improvement, it is expected that a substantial
subset continued to Improve and that there are those who have
taken -- or are ready to take — the next step toward Independent
living.

Enough self-care ratings are available to enable the
construction of a self-care score reasonably in line with the
Kenny Self-Care



Evaluation (an ADL rating system which one of the project's
consultants helped develop in the mid-1960's).   Coupled with
the other QAR measures of patient capability, the improvement
(or regression) patterns associated with different types of
movements should become visible.

Also of interest will be DD patients who improve (or
regress) while a state Institution, community ICF/MRs, or
nursing homes during the four-year period.   The Minnesota
Department of Public Welfare conservatively estimates that at
least 500 residents of ICF/MR's (most of whom are former
residents of state institutions) will "graduate" during the next
seven years.   Others have placed this number as high as 1,000.
The longitudinal data file should provide some Insight into this
phenomenon.

Patients who enter the system for the first time or who
leave it will also be studied.   The latter, however, present a
problem since the QAR surveys provide no Indication of placement
following discharge or reason for discharge.   If trends cannot
be isolated on a client-by client basis, an attempt will be made
to determine whether the aggregated admissions or discharges in
each of the four years reveals a chronological pattern
indicative of some "macro" change taking place.



Work Plan

The work plan is directed first to the work that remains in
creating a four-year file of the developmentally disabled in the
state's long-term care facilities and then to an analysis of the
movements and changes that have taken place during the period.
The tasks are as follows:

Task 1. Linking the QAR file to a facility register.

The DPW numbering system was used in 1976, the
MDH system in the years after that.   Mergers,
splits, and ownership changes further complicate
unique identification.   The facility register
lists, for each facility, all of the numbers by
which the facility was known during the four
years.   The task here will be to reconcile the
numbering systems via a translation table so that
each facility will be uniquely identified in the
QAR file.

Task Z. Extracting the DD sub-population.

The task here is to extract, from the QAR file,
the longitudinal record of every patient whose
record for any year carries a diagnosis or other
indication of developmental disability.

Task 3. Transformations.

The separately rated activities of daily living
will are combined to form a self-care score.
Behavioral measures also will be combined, as
will the indicators of communication
difficulties, to achieve two more composite
measures of disability.

Task 4. Analysis.

The analysis will focus primarily on the DD sub-
populations: (1) who have four-year data
histories; (2) who moved from one type of
facility to another; (3) and/or who left the
system before the fourth year QAR study.

Tasks 1 and 2 may be reversed 1f any problems requiring
manual Intervention are encountered in linking the facility
register to the



QAR file.   The primary objective of Task 1 is a linkage of the
two files for the DD population.   The linkage will be extended
to the entire QAR file only if this can be accomplished without
undue effort.

A part of Task 2 will be creating a protected file that
translates personal Identifiers (name and Medicaid number) into
unique record identifiers and stripping all personal identifiers
from the four-year data base.   This ensures client
confidentiality.



Resources Needed

Staff: Iver Iversen, Project Director
Eugene Lourey, Consultant
Colleen Meiers Traviss, Consultant

Funding: Part 1 (Tasks 1 and 2) -- $4,000
Part 2 (Tasks 3 and 4) -- $16.000
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